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RESEARCH  AND  EDUCATION— 85% 


RP  Foundation 

Children  have  so  much  to  see. 

And  they  should  all  have  a chance  to  see  it. 


Introduction  . . . 

In  the  four  years  since  the  inception  of 
the  Retinitis  Pigmentosa  Foundation,  a 
great  deal  has  been  achieved  against 
incredible  odds.  Back  at  the 
beginning,  one  knowledgeable 
individual  told  me  that  99  out  of  every 
100  organizations  which  were  started 
with  similar  dedication  and  good 
intentions  folded  up  before  the  end  of 
their  first  year  of  operation.  Many  of 
our  successes  to  date  are  enumerated 
on  the  pages  of  this  report— all  of 
them  have  been  possible  only  through 
the  unselfish  efforts  of  thousands  of 
people  and  many  organizations.  The 
Retinitis  Pigmentosa  Foundation  (RPF) 
is  what  it  is  because  of  people;  and 
because  of  the  dedication, 
involvement,  and  caring  of  people, 

RPF  will  achieve  its  goals. 

Like  the  child  that  grows  more  quickly 
than  normal  for  its  years,  the  extremely 
rapid  growth  of  RPF  has  created  the 
illusion  for  some  that  RPF  is  something 
that  it  is  not,  or  is  more  than  it  actually 
is.  It  is  important,  therefore,  to  consider 
what  RPF  is  not,  along  with  what  it  is, 
and  what  it  will  be: 

RPF  is  not  a union  for  blind  persons 
and  their  sympathizers,  through  which 
they  can  champion  their  cause  in  the 
sighted  world.  Nor  is  it  a panacea,  a 
way  out  of  blindness,  or  a substitute 
for  dealing  with  and  overcoming  the 
inconveniences  of  blindness  for  those 
of  us  who  have  lost  our  sight  from 
retinal  degenerative  diseases.  Further, 
it  does  not  yet  offer  cures  for  those 
who  are  faced  with  impending  loss  of 
vision  from  these  diseases. 


RPF  IS  a vehicle  through  which  those 
blinded  by  retinal  degenerations  and 
their  family  and  friends  can 
constructively  apply  the  tearing, 
wrenching  experience  of  going  blind 
to  help — perhaps  in  the  ultimate 
restoration  of  their  own  sight,  but  most 
assuredly  to  prevent  retinal 
degenerative  diseases  from  taking  the 
sight  of  untold  numbers  of  people  in 
the  future.  RPF  IS  a communicator  to 
the  public  of  the  frustrations  and 
tragedy  of  these  diseases  and  thereby 
vividly  demonstrates  the  urgency  for 
scientifically  determining  the  causes 
and  finding  the  cures  for  retinal 
degenerative  diseases.  At  the  same 
time,  through  this  communication,  RPF 
is  increasingly  diminishing  the  stigma 
(whether  real  or  imagined)  associated 
with  this  family  of  progressive  genetic 
disorders.  For  those  victims  and  their 
families  who  have  just  learned  of  their 
entanglement  with  a hereditary  retinal 
degenerative  disease,  we  offer  an 
opportunity  to  help  themselves  and, 
also,  to  gain  from  the  experience  of 
others  who  have  endured  and  dealt 
with  these  same  depressing 
experiences. 

RPF  is  not  an  organization  which  does 
research  itself  nor  does  it  exist  solely 
for  the  sponsorship  of  any  one 
research  activity.  At  the  same  time,  it  is 
not  an  organization  which  sponsors 
the  full  gamut  of  research  on  all  types 
of  visual  difficulties.  Nor  is  it  an 
organization  whose  board  of  layman 
trustees  makes  medical  decisions  on 
what  research  to  sponsor. 

RPF  IS  an  organization  which 
sponsors  research  efforts  specifically 
directed  towards  learning  more  about 
retinal  degenerative  diseases.  RPFs 
Scientific  Advisory  Board,  comprised 
of  internationally  renowned  scientific 
researchers  and  ophthalmologists, 
constantly  reviews  all  research 
activities  in  this  field  throughout  the 
world  and  recommends  for  our 
support  those  which  are  most 
promising.  This  Board  monitors  all 
applicable  research  activities  and 
coordinates  all  of  those  which  we 
support  directly. 


RPF  was  not  started  with  an 
endowment  and  does  not  have 
substantial  uncommitted  financial 
resources  of  its  own.  Nor  is  it  a large 
bureaucratic  organization  employing  a 
sizeable  professional  staff. 

RPF  IS  dedicated  to  raising  funds  for 
the  support  of  research  on  retinal 
degenerative  diseases  Approximately 
85%  of  all  funds  raised  are  committed 
to  the  support  of  research  activities 
recommended  by  the  Scientific 
Advisory  Board.  Only  a small 
professional  staff  assists  with  the 
necessary  administration  of  our  rapidly 
growing  Foundation,  and  a continuing 
effort  will  be  made  to  keep  it  so.  All 
fund-raising  activity  is  done  by 
volunteers.  The  continuation  of  our 
research  effort  as  it  exists  and  all 
plans  for  expansion  of  this  effort  hinge 
on  the  continued  success  of  our  ability 
to  raise  additional  funds. 


Gordon  Gund 
Vice  Chairman 
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Message 
From  the 
Chairman: 

It  has  been  said. 

"II  a man  lives 
with 

encouragement, 
he  learns 
confidence'"  All  of 
us  who  have  had 
the  privilege  of 
being  associated 
with  the 

Retinitis  Pigmentosa  Foundation  can 
give  evidence  to  the  accuracy  of  that 
statement  Each  day  we  grow  more 
and  more  confident  that  our  efforts  to 
solve  the  mysteries  of  RP  will  not  be  in 
vain  as  a result  of  the  encouragement 
we  receive  from  the  knowledge  that 
you  are  working  so  diligently. 

It  has  also  been  said  that.  "If  a man 
lives  with  praise,  he  learns  to 
appreciate".  This.  too.  is  most 
accurate  Many  times  the  Foundation 
has  been  praised  for  its  progress  and 
determination  This  has  made  all  of  us 
on  the  Board  appreciate  your  efforts 
even  more 

To  all  of  you.  the  many  workers  in 
the  chapters,  the  scientists  who  are 
contributing  their  knowledge  to  help  us 
achieve  our  goal,  and  to  all  of  those 
who  have  given  so  generously  of  their 
financial  resources,  on  behalf  of  each 
and  every  trustee.  I extend  our 


Message 
From  the 
President: 

The  completion  of 
our  first  annual 
report  is  a 
significant 
milestone  for  the 
RP  Foundation 
With  its  facts  and 
figures  our  annual 
report  tells  the 
financial  and 
administrative  story  of  the  RP 
Foundation — one  of  which  we  are 
justly  proud 

However,  facts  and  figures  cannot 
relay  the  thousands  of  hours  of 
precious  time  that  so  many  dedicated 
people  have  contributed  to  us  I wish 
to  express  my  sincere  appreciation  to 
the  many  contributors  for  their 
continuing  support  and  interest  in  the 
goals  of  the  Retinitis  Pigmentosa 
Foundation:  to  the  doctors  and 
scientists  who,  upon  receiving  their 
awards,  pursue  the  cause  and  cure  of 
retinitis  pigmentosa  and  allied  retinal 
degenerative  diseases,  to  the 
members  of  the  Scientific  Advisory 
Board,  who  serve  without 
remuneration,  for  their  devotion  and 
guidance:  and  to  the  thousands  of 
volunteers  working  within  the 
framework  of  our  chapters,  who  have 
served  with  unfailing  loyalty 
The  growth  of  the  Foundation  is  the 
result  of  the  combined  efforts  of  many 
individuals — dedicated  to  a cause 
This  First  Annual  Report,  hopefully,  will 
serve  as  a tribute  to  them. 


Bernard  Berman 
President 


“Move  Forward 
in  Pace  with 
our  Imagination'’. . . 

This  year  marks  the  4th 
anniversary  of  the  founding  of  the 
Retinitis  Pigmentosa  Foundation. 
Since  this  is  our  first  annual 
report,  it  would  be  appropriate, 
and  informative  as  well,  to  briefly 
review  the  accomplishments  of 
RPF  The  story  of  where  the 
Foundation  has  been  and  what  it 
has  done  creates  a meaningful 
pattern  of  our  ability  to  “move 
forward  in  pace  with  our 
imagination.”  The  following 
achievements,  the  building  blocks 
of  the  Foundation,  have 
established  a firm  base  from 
which  we  will  expand  toward  new 
horizons: 

Elected  a group  of  thirteen 
volunteers,  serving  without  pay  on 
the  Board  of  Trustees,  to  govern  the 
Foundation,  The  Board  met  7 times  in 
74-75  with  attendance  averaging  12 
members.  Over  100  committee 
meetings  have  been  held  since  the 
foundation's  inception. 

Created  a Scientific  Advisory 
Board  whose  members  (scientists 
and  ophthalmologists  of  international 
prominence)  coordinate,  oversee  and 
review  all  research  proposals. 

Expanded  the  Foundation  nationally 
to  include  thirty-eight  affiliated  all- 
volunteer chapters.  Additional  chapters 
are  in  the  formative  stages.  Over  3000 
volunteers  comprised  the  work  force, 
whose  aggregate  efforts  represented 
over  $3,000,000  in  donated  time  to  the 
management  of  these  chapters.  100% 
of  all  chapter  income  was  sent  directly 
to  RPF  to  support  its  program 
services  of  education  and  research. 

Conducted  annual  workshops  for 

affiliated  chapters  for  the  purposes  of 
sharing  ideas,  learning  of  new 
research  directions  and  past 
accomplishments,  and  planning  future 
activities. 

Compiled  a national  registry  on 

thousands  of  persons  afflicted  with  RP 
and/or  other  allied  retinal  degenerative 
diseases.  This  information  may  lead  to 
a better  understanding  of  these 
inherited  diseases. 


Dramatically  increased  the  public 
awareness  of  the  Foundation  and 
hereditary  retinal  degenerative 
diseases,  through  the  volunteer  efforts 
of  Rosenfeld,  Sirowitz  & Lawson  Inc., 
an  advertising  agency  in  New  York 
City,  a creative  awareness  program 
was  designed  and  released  to  the 
media.  Many  new  cases  of  RP  were 
identified  and  registered  due  to  this 
increased  awareness. 

Constructed  and  equipped  a 2500 
square  ft.  laboratory.  On  November 
9,  1974  the  Berman-Gund  Laboratory 
for  the  Study  of  Retinal  Degenerations 
of  Harvard  University  was  dedicated  at 
the  Massachusetts  Eye  and  Ear 
Infirmary,  Boston,  Massachusetts.  It 
was  named  in  honor  of  two  of  the 
most  vigorous  fighters  of  RP:  Bernard 
Berman,  a Baltimore  real  estate 
developer  and  president  of  RPF  who 
refused  to  accept  the  verdict  that  two 
of  his  three  daughters  were  losing 
their  sight  due  to  RP:  and  Gordon 
Gund,  a partner  of  a Princeton 
investment  firm,  who  lost  his  sight  as  a 
result  of  RP  Mr,  Gund  is  vice  chairman 
of  the  Foundation. 

Awarded  four  fellowships  to 

researchers  selected  on  a competitive 
basis  from  a field  of  candidates 
associated  with  medical  institutions 
from  the  U.S.  and  abroad.  One  of 
these  researchers  is  studying  a new 
strain  of  rodents  with  inherited  retinitis 
pigmentosa. 

Established  a training  grant 
program  in  electroretinography. 
Electroretinography  is  an  essential 
diagnostic  tool  in  detecting  retinal 
degenerative  diseases. 

Initiated  a test  program  for 

controlled  breeding  of  canine  animal 
models  The  purpose  of  the  program 
is  to  breed  dogs  with  hereditary  retinal 
degenerations  and  to  make  them 
available  for  research  into  the  nature 
of  these  conditions. 

Convened  the  first  international 
workshop  on  retinal  degenerative 
diseases.  The  three  day  session, 
supported  by  a grant  from  RPF  and 
held  May  23-25,  1975  in  Dedham, 
Massachusetts,  was  attended  by 
scientists  who  are  doing  significant 
research  in  this  area  around  the  world. 


Their  discussions  will  have  an 
unprecedented  effect  on  tomorrows 
research 

Established  a pilot  eye  donor 
program  at  the  Berman-Gund 
Laboratory  to  which  persons  in  the 
Boston  area  who  are  afflicted  with 
retinal  degenerative  diseases  may  will 
their  eyes  No  such  program  had 
previously  existed.  Being  able  to  study 
retinal  material  from  a person  afflicted 
with  this  disease  is  crucial,  especially  if 
the  disease  had  not  run  its  course.  The 
Foundation  is  currently  considering 
establishing  similar  eye  banks  around 
the  country. 

Determined  that  an  existing  device 

can  enable  persons  afflicted  with 
retinitis  pigmentosa  to  use  their  best 
day  vision  at  night.  Designed  by 
International  Telephone  and  Telegraph 
Corporation,  this  device  was  field 
tested  with  RP  patients  at  the 
Massachusetts  Eye  and  Ear  Infirmary. 
Boston,  Massachusetts  under  the 
direction  of  Eliot  L.  Berson,  M.D.  A 
limited  supply  will  be  ready  for 
distribution  early  in  1976. 

Investigated  optical  aids  to 
increase  peripheral  vision.  Various 
models  have  been  presented  which 
demonstrated  the  practicability  of  such 
an  aid.  New  models  are  under  review, 
and  expectations  are  high  for  the 
availability  of  such  an  aid  in  the  near 
future. 

Assisted  in  the  development  of  the 

National  Retinitis  Pigmentosa 
Foundation  of  Canada,  founded  by  Jay 
and  Malca  Marin  of  Toronto.  This 
Foundation  operated  totally  by 
volunteers  has  accepted  the 
responsibility  of  supporting  research 
programs  in  Canada.  In  addition, 
volunteer  groups  have  been  formed  in 
the  United  Kingdom,  Germany,  and 
Australia  to  organize  affiliated  RP 
Foundations. 

Created  a ray  of  light  through  the 
darkness.  The  selfless  commitment  of 
many  dedicated  individuals  has  made 
this  a reality.  There  now  is  hope  where 
there  was  none.  . . . 


Research 

Program 


Realizing  that  discoveries  affecting 
the  lives  of  hundreds  of  thousands  of 
patients  with  hereditary  retinal 
degenerations  can  only  be  made  by 
dedicated  scientists  working  in  all 
parts  of  the  world— and  that  their 
discoveries  will  also  affect  thousands 
of  children  as  yet  unborn — the 
Foundation  awarded  $454,750  in 
grants  for  research  during  1974-1975. 
$330,000  was  used  to  complete  the 
outfitting  of  the  Berman-Gund 
Laboratory  and  to  support  research 
efforts  there.  Whereas  in  prior  years  we 
spoke  of  building  plans,  we  now  can 
speak  of  research  projects  and 
research  accomplishments.  The 
Laboratory  is  a going  entity  with  a staff 
of  1 1 people.  Four  scientists  lead  this 
research  effort  into  the  nature  of  retinitis 
pigmentosa  and  allied  retinal 
degenerations. 


Fellowship 

Program 

The  goal  was  to  attract  qualified 
scientists  into  the  study  of  the 
diseases  that  are  the  vital  concern  of 
the  Foundation  Applications  were 
carefully  screened  for  relevancy  to  the 
basic  problem  of  retinitis  pigmentosa 
and  allied  diseases,  as  well  as  to  the 
professional  competence  of  the 
applicant 

To  ensure  the  highest  quality  of 
investigative  activities,  applicants  had 
to  pass  the  careful  scrutiny  of  the 
Foundations  Scientific  Advisory  Board 

The  research  fellowships  have 
brought  excellent  scientific  minds  to 
bear  on  new  and  promising  areas  of 
research  and  have  drawn  young  and 
talented  professionals  into  the  work  of 
the  Foundation 


Research  Grant  Amount 

To  support  the  Berman-Gund  Eliot  L Berson.  M D $330,000 

Laboratory  for  the  Study  of  Retinal  Director 

Degenerations 


Harvard  Medical  School  and 
Massachusetts  Eye  and  Ear  Infirmary, 
Boston,  Massachusetts 


Fellowships 

Gerald  A Fishman.  M.D. 

University  of  Illinois  Hospital 

Eye  and  Ear  Infirmary 

Chicago.  Illinois 

Nature  of  Project 

Hereditary  retinal  degeneration 
in  a primate 

Amount 

$17,000 

Yin-Lok  Lai,  M.D.,  Ph  D. 

Yale  University  School  of  Medicine 
New  Haven,  Connecticut 

Electron  microscopic  study  of 
hereditary  retinal  degeneration 
in  the  Wag'Rij  rat 

$17,000 

James  F McGinnis,  Ph  D. 

University  of  California 

Los  Angeles,  California 

Enzymatic  correlates  of 
hereditary  retinal  degeneration 

$17,000 

A.  N Siakotos,  PhD. 

Indiana  University  School  of 
Medicine 

Indianapolis,  Indiana 

Lipofuscin  and  other  lipid 
inclusions  in  pigment  epithelial 
cells 

$17,000 

Jo  Bernice  Rosen.  M.D 
Massachusetts  Eye  and  Ear 
Infirmary 

Electroretmography  Clinic 

Boston.  Massachusetts 

Clinical  electroretinography 

$12,500 

Scientific  Workshop  $15  000 

The  first  three  day  international  workshop  on  retinal  degenerations  was  held  May 
23-25,  1975,  in  Dedham,  Massachusetts.  Scientists  who  are  dang  significant 
research  in  this  area  from  around  the  world  were  invited  to  discuss  their  past, 
present  and  future  efforts. 


Grants  to  Scientific  Coordinator — Alan  M Laties.  M.D 

Professor  of  Ophthalmology 
University  of  Pennsylvania 
Philadelphia,  Pennsylvania 

Two  grants  concerning  the  Scientific  Advisory  Board  were  made  in  1974-75 

One  for  $20,000  was  made  to  support  the  animal  feasibility  study  This  sum  was 
expended  for  the  acquisition  of  and  the  care  of  dogs  with  hereditary  retinal 
degenerations 

One  for  $9,250  supported  the  activities  of  the  Scientific  Advisory  Board  itself 
This  sum  includes  all  administrative,  personnel  and  travel  costs  associated  with 
the  grants  and  fellowships  listed  above 


Alan  M Laties.  M D 

Chairman.  Scientific  Advisory  Board 

Retinitis  Pigmentosa  Foundation 
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Report  of  the 
Treasurer 


An  Annual  Report  serves  two  basic 
purposes — to  highlight  the  programs 
and  growth  of  an  organization  and  to 
account  for  the  management  of  its 
funds. 

The  Foundation  is  proud  to  report  a 
growth  in  income,  enabling  its  trustees 
to  expand  the  research  programs.  The 
sense  of  urgency  for  continued  growth 
is  equaled  each  year  by  the  creative 
energies  of  chapter  volunteers  in 
telling  our  story  to  the  public. 

As  more  people  begin  to 


understand  the  dimensions  of  our 
research  goals  and  the  need  to 
accelerate  our  thrust  toward  the 
answers,  we  see  a new  level  of  public 
participation.  Accounting  for  the 
manner  in  which  these  resources  are 
used  is  more  than  a mere  tabulation  of 
figures;  it  represents  another  chapter 
in  the  story  of  progress. 

This  year,  the  Foundation  put  into 
practice  the  uniform  accounting 
procedures  for  voluntary  health 
agencies  in  accordance  with  the 


requirements  of  Audits  of  Voluntary 
Health  and  Welfare  Organizations 
issued  by  The  American  Institute  of 
Certified  Public  Accountants.  The 
adoption  of  similar  reports  by  health 
agencies  will  enable  the  public  to 
compare  program  expenditures  and 
fund  raising  costs  on  a uniform  basis. 

The  financial  statements  which 
appear  on  the  following  pages  have 
been  audited  by  Peat,  Marwick, 
Mitchell  & Co.,  independent  certified 
accountants. 


Vice  President  & Treasurer 


Public  Information 
and  Education  9% 


Research  Grants  76% 


Peat.  Marwick.  Mitchell  tk  Co 

CERTIFIED  PUBLIC  ACCOUNTANTS 
SOUTH  CHARLES  STREET 
BALTIMORE.  MARYLAND  21201 


The  Board  of  Trustees 

National  Retinitis  Pigmentosa  Foundation,  Inc.: 

We  have  examined  the  balance  sheet  of  National  Retinitis  Pigmentosa  Foundation.  Inc  as  of  June 
30.  1975  and  the  related  statements  of  support,  revenue  and  expenses  and  changes  in  fund  balances 
and  of  functional  expenses  for  the  year  then  ended  Our  examination  was  made  in  accordance  with 
generally  accepted  auditing  standards,  and  accordingly  included  such  tests  of  the  accounting  records 
and  such  other  auditing  procedures  as  we  considered  necessary  in  the  circumstances 

In  our  opinion,  the  aforementioned  financial  statements  present  fairly  the  financial  position  of 
National  Retinitis  Pigmentosa  Foundation,  Inc  at  June  30,  1975  and  the  results  of  its  operations  and 
changes  in  fund  balances  for  the  year  then  ended,  in  conformity  with  generally  accepted  accounting 
principles  applied  on  a basis  consistent  with  that  of  the  preceding  year  after  giving  retroactive  effect  to 
the  changes  in  accounting,  with  which  we  concur,  resulting  from  the  adoption  of  certain  generally 
accepted  accounting  principles  and  the  requirements  of  Audits  of  Voluntary  Health  and  Welfare 
Organizations,  an  Audit  Guide  issued  by  the  American  Institute  of  Certified  Public  Accountants  (see 
note  2). 

August  18,  1975 


V-  Cer. 


bday  at  9.  Tracy  has  night  blindness 
and  very  little  side  vision  She  sees 
only  a narrow  s halt  directly  ahead  d 
her  Each  day  she  is  slowly  and  sacty 
being  shut  out  ot  a world  lull  of  light 
and  color  There  is  no  known  cure 
tor  RP 
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NATIONAL 
RETINITIS 
PIGMENTOSA 
FOUNDATION,  INC. 


Balance  Sheet 

Year  ended  June  30,  1975 

With  comparative 
figures  for  1974 


ASSETS  1975 

Current  Funds 

Cash  $ 55.064 

Short-term  investments: 

Investment  share  accounts  in  savings  and  loan  associations  9.100 

Certificates  of  deposit — banks  and  savings  and  loan  associations  720.000 


Total  short-term  investments  729. 1 00 


Pledges  receivable,  less  allowance  for  uncollectible  pledges  of  $1,000  in  1975 

(none  in  1974)  (note  3)  295,600 

Accrued  interest,  other  receivables  and  prepaid  expenses  19,667 


Total  current  funds  $1,099,431 


Building  and  Equipment  Fund 

Office  furniture  and  equipment,  at  cost  less  accumulated  depreciation  of  $2,290 

in  1975  ($1,074  in  1974)  5,784 

Leasehold  improvements,  at  cost  less  accumulated  amortization  of  $584  in  1975 

($84  in  1974)  4,417 


Total  building  and  equipment  fund  $ 10,201 


LIABILITIES  AND  FUND  BALANCES 


Current  Funds 

Accounts  payable  and  accrued  expenses  $ 9,669 

Contributions  designated  for  future  periods  (note  3)  285,300 

Unrestricted  fund  balances: 

Designated  for  research  purposes  (note  4)  729,716 

Undesignated,  available  for  general  activities  74,746 


Total  unrestricted  fund  balances  804,462 


Total  current  funds  $1,099,431 


Building  and  Equipment  Fund 

Fund  balance  10,201 

Total  building  and  equipment  fund  $ 10,201 


1974 

(note  2) 

12,155 

25,000 

775.000 

800.000 


402,700 

24,782 


1.239,637 


5,751 

4,917 

10.668 


2,956 

396,600 


840,081 


840,081 


1,239,637 


10.668 


10.668 


See  accompanying  notes  to  financial  statements. 


NATIONAL 
RETINITIS 
PIGMENTOSA 
FOUNDATION,  INC. 


Statement  of  Support, 

Revenue  and  Expenses 
and  Changes  in  Fund  Balances 

Year  ended  June  30,  1975 

with  comparative  totals  for  1974 


1975 


Building  Total  all  funds 

and 


Current 

funds 

equipment 

fund 

1975 

1974 
(note  2) 

Public  support  and  revenue 

Public  support 

Contributions  received  directly: 

From  foundations  and 
corporations 

$145,300 

145.300 

177.500 

Other 

17.518 

— 

17.518 

6,756 

Contributions  received  from  local 
chapters,  net  of  certain 
reimbursed  expenses  of  $9,158  in 

1975  ($14, 759  in  1974) 

325,429 

325.429 

316.842 

Total  public  support 

488,247 



488,247 

501.098 

Revenue — interest  income 

73,528 

— 

73.528 

44  594 

Total  public  support  and 
revenue 

561,775 

— 

561.775 

545.692 

Expenses: 

Program  services: 

Research 

456,227 

456,227 

10,117 

Public  health  education 

52,476 

1,030 

53.506 

35.688 

Total  program  services 

508,703 

1,030 

509,733 

45.805 

Supporting  services: 

Management  and  general 

41,315 

515 

41,830 

42.505 

Fund  raising 

46.127 

171 

46.298 

16.485 

Total  supporting  services 

87,442 

686 

88.128 

58.990 

Total  expenses 

596,145 

1.716 

597,861 

104.795 

Excess  of  expenses  over 
public  support  and 
revenue 

Other  changes  in  fund  balances' 

Office  furniture  and  equipment 
acquisitions  from  unrestricted  current 
funds 

Fund  balances  at  beginning  of  year,  as 
restated  (note  2) 

Fund  balances  at  end  of  year 

(34.370) 

(1.249) 

840,081 

$804,462 

(1716) 

1,249 

10.668 

10,201 

See  accompanying  notes  to  financial  statements. 
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NATIONAL 
RETINITIS 
PIGMENTOSA 
FOUNDATION,  INC. 


Statement  of 
Functional  Expenses 

Year  ended  June  30.  1975 

with  comparative  totals  for  1974 


1975 

Total  program 

and  supporting 

Program  services  Supporting  services  services 


Public 

Manage- 

health 

ment  and 

Fund 

1974 

Research  education  Total 

general 

raising 

Total 

1975 

(note  2) 

Salaries 

$ 3,022 

8,859 

11,881 

22,814 

5,895 

28,709 

40,590 

35,732 

Payroll  taxes 

81 

282 

363 

732 

156 

888 

1,251 

1,562 

Total  salaries  and  related 

expenses 

3,103 

9,141 

12,244 

23,546 

6,051 

29,597 

41,841 

37,294 

Grants  and  awards 

447,603 

— 

447,603 

— 

— 

— 

447,603 

— 

Media 

— 

25,032 

25,032 

— 

6,617 

6,617 

31,649 

17,770 

Travel,  conferences  and  meetings 

2,374 

5,350 

7 724 

4,963 

5,078 

10,041 

17,765 

15,188 

Special  projects 

— 

3,754 

3,754 

— 

18.391 

18,391 

22,145 

— 

Printing  and  publications 

— 

2,114 

2,114 

438 

6,576 

7,014 

9.128 

5,634 

Telephone 

684 

684 

1,368 

4,788 

684 

5,472 

6,840 

6.899 

Equipment  rental  and  mainte- 

nance 

— 

2,419 

2,419 

1.210 

403 

1.613 

4,032 

4,307 

Postage 

— 

1,930 

1,930 

964 

323 

1,287 

3.217 

2,274 

Office  supplies 

— 

1,500 

1,500 

750 

250 

1,000 

2,500 

3,125 

National  Scientific  Advisory  Board 

meetings 

2,227 

— 

2,227 

— 

— 

— 

2,227 

4,150 

Occupancy 

168 

552 

720 

1,368 

312 

1,680 

2,400 

2.400 

Miscellaneous 

68 

— 

68 

3,288 

1,442 

4,730 

4,798 

4,596 

Total  expenses  before  depre- 

ciation  and  amortization 

456,227 

52,476 

508,703 

41,315 

46,127 

87,442 

596,145 

103,637 

Depreciation  and  amortization 

— 

1,030 

1,030 

515 

171 

686 

1,716 

1,158 

Total  expenses 

$456,227 

53,506 

509,733 

41,830 

46,298 

88,128 

597,861 

104,795 

See  accompanying  notes  to  financial  statements. 
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NATIONAL 
RETINITIS 
PIGMENTOSA 
FOUNDATION,  INC. 


Notes  to 
Financial 
Statements 

June  30,  1975 


(1)  Summary  of  Significant 
Accounting  Policies 

National  Retinitis  Pigmentosa 
Foundation,  Inc  was  incorporated  in 
September,  1971  for  the  following 
principal  purposes 

1 to  sponsor  and  or  assist  financially 
in  the  research,  treatment  and  care 
of  people  with  retinitis  pigmentosa, 
a degenerative  eye  disease; 

2 to  give  financial  assistance  for  the 
purposes  of  alleviating  or 
eliminating  the  disease  of  retinitis 
pigmentosa;  and 

3 to  promote  the  general  knowledge 
of  retinitis  pigmentosa. 

Pledges  which  are  payable  in 
installments  are  reflected  as  public 
support  m the  years  the  installments 
are  planned  by  the  donor.  All  other 
pledges  for  contributions  are  recorded 
as  public  support  as  received 
Allowances  are  provided  for  amounts 
estimated  to  be  uncollectible. 

The  building  and  equipment  fund  is 
used  to  account  for  the  net  investment 
in  fixed  assets  Depreciation  and 
amortization  is  provided  over  the 
estimated  useful  lives  of  the  respective 
assets  on  a straight-line  basis 
Fund  raising  expenses  incurred'  by 
the  chapters  are  not  included  in  the 
accounts  of  the  Foundation,  since 
such  expenses  are  paid  by  the 


chapters  out  of  the  proceeds  of  fund 
raising  events  prior  to  the  chapters' 
remitting  contributions  to  the 
Foundation 

No  amounts  have  been  reflected  in 
the  financial  statements  for  donated 
services  inasmuch  as  no  objective 
basis  is  available  to  measure  the  value 
of  such  services;  however,  a 
substantial  number  of  volunteers  have 
donated  significant  amounts  of  their 
time  in  the  Foundation's  program  and 
supporting  services. 

Allocations  of  certain  expenditures 
to  more  than  one  functional  expense 
classification  in  the  statement  of 
functional  expenses  are  based  on 
managements  estimates  of  the 
benefits  derived  from  such 
expenditures  While  such  estimates 
are  not  susceptible  to  precise 
determination,  management  believes 
the  allocations  resulting  from  such 
estimates  are  reasonable. 


(2)  Accounting  Changes 

The  American  Institute  of  Certified 
Public  Accountants  has  issued  Audits 
ot  Voluntary  Health  and  Welfare 
Organizations,  an  Audit  Guide  relating 
to  the  examination  of  financial 
statements  of  voluntary  health  and 
welfare  organizations  and  reporting 
thereon  by  members  of  the  Institute 
The  Guide  became  effective  July  1 
1974 

The  financial  statements  of  the 
Foundation  for  1975  have  been 
prepared  in  conformity  with  generally 
accepted  accounting  principles  set 
forth  in  the  Guide  and  the  figures  for 
1974  have  been  restated  and 
reclassified  to  conform  with  the 
presentation  for  1975. 

The  more  significant  accounting 
practices  adopted  by  the  Foundation 
relate  to: 

(a)  preparing  financial  statements  on 
the  accrual  basis  of  accounting. 

(b)  accounting  for  fixed  assets  m a 
separate  building  and  equipment 
fund;  and 

(c)  providing  for  depreciation  and 
amortization  of  fixed  assets 


Children  are  supposed  to  get  runny- 
noses  and  scraped  knees  Children 
are  not  supposed  to  go  blind  But  br 
thousands  of  children— tens  of 
thousands,  actually— each  day  dawns 
fuzzier  and  dimmer  than  the  day 
before 
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Notes  to 
Financial 
Statements 

continued 


(2)  Accounting  Changes,  continued 

The  effect  of  the  accounting  changes 
adopted  in  1975  on  fund  balances  at 
June  30,  1974  is  as  follows: 


Fund  balances  as 
previously 
reported — June 
30,  1974 

Increase  (decrease) 
in  fund  balances: 

Adoption  of 
accrual 
basis  of 
accounting 

Transfer  of 
fixed  assets 
to  separate 
building  and 
equipment 
fund 

Depreciation 

and 

amortization 
of  fixed 
assets  for 
1974 

Net 

increase 
in  fund 
balances 

Fund  balances  as 
restated — June 
30,  1974 


Unrestricted 

currenl 

funds 

Building 

and 

equipment 

fund 

$828,096 

23,81 1 

— 

(11,826) 

11,826 



(1,158) 

11,985 

10,668 

$840,081 

10,668 

(3)  Pledges  Receivable 

Pledges  for  contributions  summarized 
by  year  in  which  due  and  amounts 
designated  for  future  periods  at  June 
30,  1975  are  as  follows: 


Amount  due 


1975 

1976 

1977 


$ 11,300 
144,300 
141,000 

$296,600 


Amount 
designated  for 
future  periods 


144.300 
141,000 

285.300 


(4)  Research  Programs 

During  the  year  ended  June  30, 
1975  the  Foundation  provided 
$221,000  for  the  construction  of  and 
the  purchase  of  equipment  for  a 
laboratory  for  retinitis  pigmentosa 
research  at  Massachusetts  Eye  and 
Ear  Infirmary  and  $109,000  for  the 
operational  support  of  the  laboratory. 
The  Foundation  is  presently  committed 
to  provide  continuing  operational 
support  of  the  laboratory  and  to 
sponsor  other  research  projects  which 
are  expected  to  cost  approximately 
$467,416  and  $262,300,  respectively. 
Accordingly,  the  Board  of  Trustees  has 
designated  unrestricted  current  funds 
of  $729,716  to  be  used  for  such 
purposes,  of  which  $295,716  is 
expected  to  be  utilized  within  the  next 
year. 


Did  you  ever  see  the  glow  of  discovery  on  a 
child's  face  or  that  look  of  wonderment  as 
the  world,  all  shimmering  newness,  unfurls 
itselP  These  moments  are  irreplaceable  and 
beautiful.  But  for  some  children,  the  eye 
opening  rchness  and  exuberance  of  the 
world  is  an  ironic  blessing.  They  are  children 
who  are  going  blind.  Slowfy.  Sadly 
Unrelentingly. 


Officers  and  Trustees 

Mrs.  Jerome  S.  Cardin 

Baltimore,  Md  Trustee 

Gerald  E.  Fonda,  MD  NY1;  Men.r.,,  Co 
lege.  New  York  N Y 

Jerome  S.  Cardin 

Baltimore  Md 

Chairman 

Irving  W.  Cushner 

Baltimore,  Md  Trustee 

Morton  F Goldberg,  MD  ur  .nr-.ity 
minus  Hospital  Chicago  ill 

Gordon  Gund 

Princeton  N J 

Vice  Chairman 

David  Finkelstein 

Baltimore,  Md  Trustee 

Peter  Gouras,  MD  Na-v  i E,<-  - ,t,ti/i 
Bethesda.  Md 

Bernard  Berman 

Baltimore  Md 

President 

Dennis  L Hartenstine  Executive  Director 

Robison  Harley,  M D FA  C S Temple  Uni- 
versity School  of  Medicine  Philadelphia  Pa 

Daniel  Freedman 

Baltimore  Md  Executive  Vce  President 

Scientific 

Advisory  Board 

Ruth  Hubbard,  Ft  D H i . v t 

Cambridge.  Mass 

Mrs.  Irving  W.  Cushner 

Baltimore,  Md  Vice  President  and  Treasurer 

Wayne  Hubbell,  Ph  D University  of  Cat' 
Berkeley.  Calif 

A.  David  Gomborov 

Baltimore  Md 

Vice  President 

Mathew  Alpern,  Ph  D University  Hospital. 
Ann  Arbor.  Mich 

Alan  Laties,  M D University  of  Pen- 
School  of  Medicine  Philadelphia  Pa 

Gerald  Meyer* 

Bloomfield  Hills.  Mich 

Vce  President 

Bernard  Becker,  M D , Washington  University 
School  of  Medicine,  St  Louis,  Mo 

Amall  Patz,  M D . Johns  Hopkins  Hospital 
Baltimore.  Md 

Stanley  Rosenberg 

Merrick  N Y 

Secretary 

Ronald  Carr,  M D , New  York  University  Medi 
cal  Center.  New  York.  N Y 

Richard  L.  Sidman,  M D Harvard  Medical 
School.  Boston.  Mass 

Alexander  Yankelove 

Baltimore,  Md 

Counsel 

Edward  Cotlier,  M D . University  of  Illinois. 
Chicago.  Ill 

George  Wald,  Ph  D Harvard  Univers  1 
bridge  Mass 

Mrs.  Bernard  Berman 

Baltimore.  Md 

Trustee 

John  Dowling,  PhD  Harvard  University 
Cambridge  Mass 

Richard  Young,  Ph  D UCLA  Medical  Schoc 
Los  Angeles  Calif 

* Chairman  " Secretary 

RP  Foundation  Chapters 

Name 

Birmingham  Chapter 
Phoenix-Tucson  Chapter 
Los  Angeles  Chapter 

San  Diego  Chapter 
San  Francisco  Bay  Area  Chapter 
San  Fernando  Valley  Chapter 
Northeast  Colorado  Chapter 
Connecticut  Chapter 
Dade-Broward  Chapter 
West  Coast  Florida  Chapter 
Atlanta  Chapter 

Greater  Washington.  D.C.  Chapter 

Chicago  Chapter 

Southern  lllinois-lndiana  Chapter 

Indianapolis  Chapter 

Iowa  Chapter 

New  Orleans  Chapter 

Baltimore  Chapter 

Mid-Shore  Maryland  Chapter 

Massachusetts  Chapter 

Michigan  Chapter 

St  Louis  Chapter 

Southern  Nevada  Chapter 

New  Jersey  Chapter 

Bronx-Westchester  Chapter 

Brooklyn  Chapter 

Long  Island  Chapter 

Manhattan  Chapter 

Cleveland  Chapter 

Allentown-Bethlehem-Easton  Chapter 

Philadelphia  Chapter 

Middle  Tennessee  Chapter 

Houston  Chapter 

Corpus  Christ!  Chapter 

Utah  Chapter 

Central  Virginia  Chapter 

Puget  Sound  Chapter 

Milwaukee  Chapter 


Address 

PO  Box  2933,  Birmingham  Ala  35203 
4803  W Hartmonl  Drive  Glendale  Ariz  85302 
Baron  Enterprises,  Inc  , 999  N Doheny  Drive 
Suite  812,  Los  Angeles, Calil  90069 
PO  Box  745,  National  City,  Calil  92050 
12343  Arguello,  Saratoga,  Calil  95070 
PO,  Box  RP  900,  Woodland  Hills.  Calif  91365 
1801  Grant  St.,  Apt  208,  Denver,  Colo  80203 
PO  Box  614  Simsbury.  Conn  06070 
PO  Box  4652.  Hialeah  Fla  30014 
PO  Drawer  N,  Plant  City.  Fla  33566 
PO  Box  10261  Atlanta.  Ga  30319 
6021  Neilwood  Drive.  Rockville.  Md  20852 
PO  Box  374  Park  Forest,  III  60466 
809  North  State  Road,  Grayville.  Ill  62844 
Box  40565  Indianapolis.  Ind  46240 
816  W 6th  Street,  South  Newton,  la  50208 
752  Fairtawn  Drive.  Gretna,  La  70053 
1205  St  Paul  Street,  Baltimore.  Md  21202 
Route  1,  Box  97,  Church  Hill.  Md  21623 
PO  Box  158.  Allston,  Mass  02134 
PO  Box  626  Bloomfield  Hills,  Mich  48013 
1 1640  Villa  Dorado.  Si  Louis,  Mo.  63141 
PO  Box  2070.  Henderson,  Nev  89015 
12  Nassau  Street.  Princeton.  N J 08540 
PO  Box  103.  North  Station.  Yonkers,  NY  10703 
PO  Box  350  Ryder  Station.  Brooklyn,  N Y 11234 
PO  Box  29  Syosset.  NY  11791 
PO  Box  5839  Grand  Central  Staton  NY,  NY  10017 
PO  Box  48  Avon  Lake.  Ohio  44012 
PO  Box  1334,  Bethlehem  Pa  18018 
PO  Box  7136  Elkins  Park  Pa  19117 
PO  Box  RP  Hendersonville.  Tenn  37075 
12018  Rocky  Knoll  Houston  Tex  77077 
PO  Box  8388  Corpus  Christi.  Tex  78412 
2505  Hartford  Street  Salt  Lake  City  Utah  84106 
PO  Box  240  Richmond  Va  23202 
204  Florentia  Street  Seattle  Wash  98109 
PO  Box  21969  Milwaukee  Wis  53221 


Pies'den! 

David  D Wminger 
Mrs.  Barbara  Feldman 
Barry  Bergsman 


Mrs  Julia  Groves 
John  Wen 
Mrs  Helen  Hams 
John  Bear 

Mrs  Robert  C.  McNally 
Mrs  Joy  Scherer 
Alex  B Hull.  Ill 
Mrs  Butch  Garner 
Jack  Gould  Ph  D 
David  Simon 
Rev  Edgar  J Schulz 
Mrs  Patricia  Koby 
Robert  Cohn 
David  C Dyer 
Leeds  E Katzen  M D 
Mrs  Kathleen  Taylor 
Ms  Helen  Ginns 
Mrs  Jean  Stanchina 
Irwin  M Fishman 
Mrs  Lmda  Neven 
Mrs  Gordon  Gund 
Sheldon  Scott 
Martin  Davis 
Mrs  Maxine  Rosenberg 
Arnold  Ostwaid 
Jack  Bennett 
Mrs  Dons  Smyth 
Richard  Rosskam 
Mrs  Wanda  Dugan 
Mrs  Sally  Mengei 
Mrs  Dorothy  Stietel 


David  K Gordon 
Brian  Hubbard 
Robert  Remtsma 
Mrs  Marie  Bubnich 
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Bequests 
A Legacy 


of  Life 


Bequests  of  all  sizes  help 
make  possible  the  research 
and  education  activities  of  the 
RP  Foundation.  The  Founda- 
tion's record  of  careful  management 
insures  the  enduring  usefulness  of 
funds  entrusted  to  its  care.  You  can 
assure  the  Foundation  of  continuing 
financial  support  by  using  the  follow- 
ing bequest  form: 

£ 4 I give  and  bequeath  to  the 
National  Retinitis  Pigmentosa 
Foundation.  Inc.,  a corporation 
organized  under  the  laws  of  the  State 

of  Maryland,  the  sum  of ■ ■ 

dollars  for  its  corporate  purposes.  * ' 

Like  all  other  gifts  to  the  Foundation, 
bequests  by  will  of  money,  securities,  a 
house,  other  real  or  personal  property, 
the  residue  of  an  estate,  or  any  part  of 
it  are.  of  course,  tax  deductible  Before 
a donor  makes  a gift  of  substance  he 
should  consult  his  attorney.  You  may 
also  write  to  the  Foundation: 


Memorials 
and  Special 


Occasions 


jk  t the  request  of  those  who 

wish  to  give  tributes,  the  RP 
£m^  Foundation  has  established 
# la  Remembrance-Memorial 
Fund.  This  tribute  to  someone  loved 
means  others  are  helped  through 
research.  Every  gift  gives  children  and 
adults  a better  opportunity  to  see  more 
. . . longer. 

Gifts  may  be  sent  to  the  Foundation 
for  the  happy  occasions  of  birthdays, 
anniversaries,  holidays  and  other 
special  days  deserving  thoughtful 
tribute.  Meaningful  memorials  can  also 
be  made  through  the  Foundation. 

When  such  gifts  are  received,  the 
Foundation  will  promptly  send  an 
appropriate  acknowledgement  to  the 
person  honored,  or  the  relatives  in  the 
case  of  memorial  contributions.  The 
name  of  the  donor  or  donors  will  be 
stated,  and  the  purpose  of  the  gift,  but 
the  amount  will  not  be  mentioned. 

Each  donor  will  receive  a personal 
acknowledgment. 


National  Retinitis  Pigmentosa 
Foundation,  Inc. 

8331  Mindale  Circle 
Baltimore.  Maryland  21207 


Jeff  doesn’t  know 
why  hels  losing  his  sight. 


Neither  do  we. 


Most  children  grow  up  asking  why 
is  the  sky  blue  and  why  can  birds 
fly ? Jeff  grew  up  asking  why  am  I 
going  blind?  The  most  tragic  part 
is.  we  don't  know  much  more 
about  RP  than  Jell  does.  We  can’t 
tell  him  why  it  happens  and  we 
can  t stop  it  from  happening.  Only 
through  research  can  Jeff’s 
questions  be  answered. 


Are  You 
Registered? 


If  you  have  retinitis  pigmentosa, 
or  any  other  retinal  degenerative  dis- 
ease and  have  not  completed  the 
National  Registry  Form,  please  cut 
out  the  card,  check  the  appropriate 
box  and  return  to  the  RP  Founda- 
tion. 


The  Registry  is  important  in  helping 
the  Foundation  gather  statistical  data 
to  better  understand  these  diseases. 
All  information  is  confidential. 


For  More 
Information  . . . 


about  the  Foundation  and  retinal 
degenerations,  cut  out  the  card, 
check  the  appropriate  box  and 
return  to  the  RP  Foundation. 
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FOLD  BACK  ON  DOTTED  LINE  (TAPE  OR  PASTE  DOWN) 


FROM 

□ SEND  A CONFIDENTIAL  REGISTRY  FORM 

□ SEND  ADDITIONAL  INFORMATION 

NAME  

ADDRESS  

CITY  

_ZIP 


STATE 


National  Retinitis  Pigmentosa  Foundation,  Inc. 

Rolling  Park  Building,  8331  Mindale  Circle 

Baltimore,  Maryland  21207 

Non-Profit  Org. 

U S.  POSTAGE 

PAID 

Permit  No.  5450 
Baltimore.  Md. 

Address  Correction  Requested 

Amer.  Foundatio  for  the  Blind 
15  West  Sixteenth  St. 

New  York,  N.Y.  10011 


